On the child's own initiative: parents communicate with their dying child about death. 
INTRODUCTION
The incidence of childhood mortality in western countries is low nowadays so most parents do not have to face the possibility of surviving their own child. Having a child with a severe and potentially life-threatening illness forces families to recognize that life is not endless, and that even children and young adults might die. Being told that one's child is likely to die is undoubtedly among the worst fears of any parent, and losing one's child has been described as one of the most stressful life-events possible (James & Johnson, 1997; Wheeler, 2001 ).
Parents may be faced with the difficult task of balancing their desire to keep their child alive as long as possible with their desire to protect their child from unnecessary suffering.
We have previously reported that four to nine years after the loss of their child, bereaved parents still experienced increased levels of anxiety and depression compared to non-bereaved parents (Kreicbergs, Valdimarsdottir, Onelov, Henter, & Steineck, 2004a) . Open and honest communication about disease and prognosis between health care practitioners, parents and children has been proposed as an important factor in improving and providing good palliative care (Beale, Baile, & Aaron, 2005; Mack & Grier, 2004) whereas poor communication has been seen as a factor that increases distress for both the sick child and his or her parents (N.
A. Contro, Larson, Scofield, Sourkes, & Cohen, 2004; N. Contro, Larson, Scofield, Sourkes, & Cohen, 2002; Mack & Grier, 2004) . Open communication has also been shown to prevent long-term psychological morbidity in bereaved parents and siblings (Eilegård, Steineck, Nyberg, & Kreicbergs, 2012) .
If and when the ill child's condition deteriorates, the parents have to choose whether and how to communicate with their child about death. More specifically, they must decide whether they should talk about their own child's approaching death, and if so, how best to do that. We have previously reported on bereaved parents who made this difficult decision (whether and how to talk with their child about death) and if they later regretted their decision. In summary, no parent who had talked to his or her child about death regretted it, whereas a few parents who had not talked to their child about death had regrets (Kreicbergs, Valdimarsdottir, Onelov, Henter, & Steineck, 2004b) .
The child's understanding of death develops with age (Pettle & Britten, 1995; Piaget, 1929) ; hence one of the challenges with talking with children about death is to adapt the conversation to the child's level of understanding. It has also been proposed that children with severe or life-threatening illnesses have a better understanding of these matters than their peers (Raimbault, 1981; Spinetta, 1974) . In the present paper, we report on ways in which bereaved parents communicated with their dying child about death. To our knowledge there are no previous studies that have reported on this. Increased knowledge in this area could help health care providers working in palliative care to support families during this difficult time.
METHOD
The national study reported here has been described earlier (Jalmsell, Kreicbergs, Onelov, Steineck, & Henter, 2006; Kreicbergs et al., 2005; Kreicbergs et al., 2004a Kreicbergs et al., , 2004b . The study included parents whose child died from a malignancy during a six-year period in Sweden. We now have done a secondary analysis with the same participants. The parents were asked to report on the communication they had had with their child about death (Figure 1 ). The following questions were asked: "Did you talk about death with your child at any time?" (the answer to this question has been more thoroughly explored earlier (Kreicbergs et al., 2004b) ), "Did you and your child communicate about death in any other way than by using the word death?", the parents could choose one or several of the answers, a) "Not relevant, we didn't communicate about death," b) "Yes we communicated about death through fairy tales," c) "Yes we communicated about death through drawings," d) "Yes we communicated about death through films," e) "Yes we communicated about death through music," f) "Yes we communicated about death through other activities." In addition, parents were asked to elaborate on their answer with written comments to an open-ended question: "If you talked or communicated in any way with your child about death, please feel free to describe how you talked or communicated." The present paper reports on findings from an analysis of the parents' written responses to this question.
The deceased children and young adults were all diagnosed with a malignancy before their 17 th birthday and died before the age of 25. They were identified through the Swedish National Register of Causes of Death linked to the Swedish National Register of Cancer. All diagnoses were verified by the child's former physician and/or the medical records.
Individuals registered as the guardian of the child/young adult at time of diagnosis were regarded as parents. Parents were eligible if they (1) were born in any of the Nordic countries,
(2) had a listed phone number and (3) spoke and understood Swedish. The Research Ethics
Committee of the Karolinska Institute, Stockholm, Sweden approved the study. Eligible parents were invited to participate by an introductory letter in which the objective of the study was briefly described. Ten days after this letter was sent, the parents were contacted by telephone and asked whether they would like to receive the questionnaire. Parents who agreed to participate were sent a questionnaire that was returned anonymously.
The written comments were subjected to qualitative content analysis to identify and characterize themes. The analysis was performed systematically following the steps of systematic text condensation described by Malterud (Malterud, 2012) . The following four steps were used: 1) All comments were read through several times to formulate an overall impression of the data, while bracketing preconceptions. 2) Meaning units related to the phenomenon studied (how parents had communicated with their child about death) were identified and assigned a descriptive code. Codes relating to similar themes were grouped together in descriptive categories reflecting relevant themes in the data. 
RESULTS
In total 449 parents returned the questionnaire. The sample represents both mothers (56%) and fathers (43%), although more mothers (76%) than fathers (24%) are included in the content analysis as they chose to elaborate more frequently on how they communicated with their child about death. The children and young adults died between the age 0 and 24 from all types of malignancies, the most common being leukemia and brain tumors (Table 1) . 147 parents reported that they had talked about death with their child prior to his or her death. This aspect has been presented in greater detail in an earlier publication (Kreicbergs et al., 2004b) .
Many parents chose to communicate with their child about death indirectly, without using the word "death", most commonly by using fairy tales or movies. Regardless of the age of the dying child or young adult, communication through fairy tales was the most commonly reported mean of communication. No parents with a child younger than 4 years reported using music to communicate about death and only one parent reported using drawings, this being more commonly used in older children, especially with children and young adults over the age of 9 (Table 2) .
Sixty-seven parents provided written comments about how they communicated with their child. One theme and four categories emerged in the analysis of the written comments (Table   3 ). The overall theme was communication on the child's own initiative, and the categories were: 1) communicating about death by using narratives, 2) talking about friends and family that had died, or about death itself, 3) talking about life after death, and 4) preparing for death through practical preparations.
Communication on the child's own initiative
Irrespective of the means of communication, many parents reported that they believed that their child was well aware of his or her situation and that the communication [about death] was often initiated by the child/young adult him/herself.
Communicating about death by using narratives
Many parents expressed that they communicated with their child through children's literature and/or movies. By using fairy tales, books and movies as carriers of the conversation, the subject of death seem easier to talk about. By using stories, the parents as well as the child or young adult, could talk about the difficult subject of death without specifically referring to the child's imminent death. For some families, this opened up a conversation that would otherwise be deemed too difficult. One might also assume that fairy tales describing death in some way might help younger children understand the concept of death. 
Talking about life after death
Another way of talking about death was to talk about the after-life. This approach was used to comfort the child by explaining that someone was already waiting (on the other side) for the child/young adult and thus he or she would not have to be alone. Additionally, the child was assured that the family would be reunited later on and that their separation was only for a limited amount of time. 
DISCUSSION
We found that the dying child or young adult often was the one that initiated the conversations about death, and that scenarios in fairy tales, literature or movies triggered conversations. In our study, many parents expressed thankfulness for these narratives that made it easier to talk about death with their child. In line with previous studies several parents mentioned that the child's own awareness of his or her impending death was what triggered the conversation (Beale et al., 2005) . When death was being discussed more directly, the parents reported talking about the death of others, as well as their child's own death, in terms corresponding to the child's level of understanding. Furthermore, some parents described how their child or young adult prepared for death through practical activities, such as saying goodbye to close friends and relatives, sorting out or giving away possessions, or preparing for the funeral.
The question of if and how a child with a severe illness should be informed about the possibility of death and dying has long been regarded as one of the important questions in caring for these children (Hurwitz, Duncan, & Wolfe, 2004) . In Western cultures there is a general support for informing the child, even younger ones about his or her disease and prognosis (even in the case of a poor one). Some parents might wish to withhold a poor prognosis from their child in order to protect them from bad news and to not take away the child's hope. This is more common in Asian cultures where family usually takes priority over individuals and a child is regarded the parents' responsibility (Hatano, Yamada, & Fukui, 2011) . Occasionally, this perspective is also seen in Western cultures where it often leads to ethical conflicts between parents and members of the health care team who hold to the norm of truth telling and respect for individual autonomy (Hatano et al., 2011; Pergert & Lutzen, 2012) . One of the difficulties suggested in providing general guidelines for such communication, apart from being aware of cultural differences, is to factor in the child's individual understanding of death (Hurwitz et al., 2004) . For caregivers, the important issue is not the question of talking or not talking, but rather of being willing to assess and inquire about the families' needs and wishes, and abide by them (Waechter, 1971) .
The understanding of the concept of death is believed to evolve with age, and the finality of death has been assumed to be fully understood sometime after the age of 10 (Pettle & Britten, 1995; Piaget, 1929) , although studies focusing on children suffering from severe or lifethreatening illnesses often report that children may reach such understanding at an earlier age (Raimbault, 1981; Spinetta, 1974) . Many studies have also described the terminally ill child's own awareness of the gravity of his or her situation and the possibility of forthcoming death, often manifested through remarks or conversations at unexpected times (Beale et al., 2005; Chapman & Goodall, 1980; Hinds et al., 2005; Spinetta, 1974; Spinetta, Rigler, & Karon, 1973 ).
An earlier study found that no parent who had talked to his or her child about death regretted having done so (Kreicbergs et al., 2004b) , and it has been proposed that health care practitioners should support families in their efforts to talk with their child about death, in particular if the child seems aware that he or she is going to die (Himelstein, Hilden, Boldt, & Weissman, 2004; Hinds et al., 2005; Hurwitz et al., 2004) .
Parents are usually the ones closest to the child and thus in the best position of judging their child's awareness and understanding of his or her situation and what is to come. At the same time, parents are often torn between doing what is best for their child and safeguarding the emotional welfare of the entire family. In our study, we focused on how parents who did choose to communicate with their child about death, accomplished this difficult task. To our knowledge, these findings have not been previously reported.
The question of how parents communicate with a severely ill child or young adult about death could be more thoroughly explored through a study using one on one interviews. Since our findings come from secondary analysis of written comments in a larger questionnaire, we did not have the ability to follow-up to clarify certain answers; nor were we able to provide a complete and thorough analysis of how conversations took place. Instead, we carefully examined parents' written comments to identify different ways in which they communicated with their dying child about death. With secondary analysis from a population-based study of parents who had lost a child to a malignancy during a 6-year period, we were able to analyze written comments from many parents, and thus identify a broad spectrum of views. Still, there is a risk of recall bias, and a prospective observational study of families with terminally ill children would probably have yielded less biased results. Furthermore, the questionnaire included both close-and open-ended questions, and one must acknowledge that the choices provided in the close-ended questions might have influenced the respondents' written comments. Hence, answers relating to other categories might have been underrepresented.
With this in mind, the results should not be regarded as telling the whole story about how parents communicate about death with their severely ill child, but instead be seen as a sample of how these communications take place, and as a basis for future studies.
Health care practitioners working with children suffering from life-threatening illnesses are in a unique position to listen to the concerns and thoughts of terminally ill children and their parents, and to openly communicate with them throughout the child's deterioration. We conclude that parents communicate about death with their child in several different ways.
Talking about the child's own forthcoming death should not be regarded as the only possible way, nor automatically considered as the optimal way. The best way for a specific family to communicate with their child about death should take into account both culture and family preferences. We believe that our findings are of importance for health care providers in helping families to find their own way of communicating, and in supporting them in their efforts.
Based on our results, we stress the need for health care practitioners to be curious about the 
